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An Ethnographic Study Examining the
Impact of a Therapeutic Recreation
Program on People with AIDS:
In Their Own Words

Orazio Caroleo

This study examined the impact of AIDS on one's leisure and the benefits of participating in a
therapeutic recreation (TR) program. The investigation focused on specific activities offered by
a TR program and their impact on levels of anxiety, feelings of loneliness, and social support
systems. Five participants with different backgrounds were selected for the study; participants
were from a TR program specifically designed to address the needs of people with AIDS.
Methodology included in-depth interviews and direct observations of the participants engaged in
TR activities. Participants described how they felt about their basic human needs prior to their
involvement with the TR program and specifically, how they believed the TR program filled
these needs. They explained how certain activities offered by the TR program actually increased
their ability to cope with anxiety attacks, and how the social support found at the TR program
provided them with a sense of community.

In the United States alone, there have been 1999). An AIDS diagnosis can lead to isola-
more than 710,000 documented cases of AIDS tion from peers and family (Martinez, 1999).
(Centers for Disease Control and Prevention, AIDS health-care professionals have agreed
1999; CDC). Since the human immunodefi- on consistent psychological threads among in-
ciency virus (HIV) was first identified, it is dividuals with HIV infection, such as stress,
estimated that another 650,000 to 900,000 in- anxiety, depression, panic disorders, loneli-
dividuals have been infected with HIV (CDC, ness, and helplessness (Lasater, 1999;
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L'Heureux & Parenteau, 1999). Rabkin and
Remien (1995) suggested that addressing and
treating psychosocial factors associated with
HIV infection, such as anxiety and loneliness,
could play an important role in survivability.

Survivability has increased over the past
decade due to many new drug therapies that
have been developed to eliminate the onset of
opportunistic infections and to reduce the con-
centration of HIV in the blood of AIDS pa-
tients. According to Fauci (1999), new drug
therapies have had a dramatic impact on re-
versing the extent of illness in many individ-
uals with advanced disease, as well as in pre-
venting the progression of disease in those
who are relatively healthy. Not all individuals,
however, have had adequate responses to these
drug therapies (Grossman, 1999). Even with
the promising advances in AIDS-related med-
ical research, an AIDS diagnosis can have a
devastating impact on an individual, both
physically and psychologically, leading to a
significant impact on the person's lifestyle
(Murdaugh, 1998).

One result of the complex medical and
psychological factors associated with AIDS is
a general neglect of the leisure aspects of
everyday life (Caroleo, 1988). When people
neglect their leisure needs, it has been found to
be detrimental to their ability to survive (Iso-
Ahola, 1980). Leisure neglect and a sense of
loneliness are most apparent in institutions that
deprive individuals of social contacts. Rodin
and Langer (1987) and Schulz (1976) found
that neglecting one's basic human needs, such
as social contacts, resulted in an increased
mortality rate. Rook (1987) found that isola-
tion caused by lack of companionship and
emotional support exposed individuals to high
levels of stress. Deprivation of social contacts
and control over one's sense of personal re-
sponsibility can increase anxiety, which has
damaging effects on the functioning of an
individual's immune system (Leserman, Per-
kins, & Evans, 1992; Williams, 1990). Sup-
pressed feelings of anxiety result in increased
levels of stress, which interferes with the
body's ability to combat infection (Frierson &

Lippman, 1987; Lasater, 1999) and can man-
ifest itself as chronic pain, stress, tachycardia,
and anorexia (Galantino, Mukand, & Murray,
1991). Kibler and Smith (2000) found that
males with HIV/AIDS experienced stress and
indicated a need for stress-releasing activities.
Additionally, the researchers found that the
need for stress-releasing activities was not be-
ing met, thus supporting the need for therapeu-
tic recreation (TR) programs.

With no known cure, AIDS remains a life-
threatening disease, and some people with
AIDS need assistance in managing their anx-
iety and their sense of loneliness (Grossman,
1999). The stigmatization associated with an
AIDS diagnosis affects one's ability to social-
ize (Laryea & Gien, 1993). This reduction, or
loss of social and intimate contact, frequently
compounds the physical burden of the disease
(Auerbach, Wypijewska, & Brodie, 1994;
Rose, Pugh, Lears, & Gordon, 1998) and re-
sults in increased levels of anxiety that have a
negative effect on a person's immune system
(Evans, Leserman, Perkins, Stern, Murphy, &
Tamul, 1995). There is evidence in the litera-
ture that anxiety and feelings of loneliness can
be reduced by: (a) helping patients get as much
information and control over activities as pos-
sible, (b) encouraging the direction of their
energies in a positive fashion through medita-
tion and visualization, (c) encouraging contin-
uation of social or group activities, and (d)
using appropriate social support systems
(Friedland, Renwick, & McColl, 1996; Gross-
man & Caroleo, 2001; Leserman et al., 1992;
Linn, Lewis, Cain, & Kimbrough, 1993).
Grossman (1997) indicated that it is the role of
the TR professional to encourage people with
AIDS to engage in activities that can reduce
the negative impacts of their physical condi-
tions. Caroleo (1999) and Grossman and Caro-
leo (2001) recommended that TR programs
provide opportunities for stress reduction, so-
cial engagement, exercise, and leisure educa-
tion and counseling in an attempt to reduce the
psychological threats identified above. TR
specialists have been developing programs
that are sensitive to the specific needs of peo-
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pie with AIDS (Lord, 2000), such as programs
that confront issues of anxiety and loneliness
(Caroleo, 1988). Although there is evidence
that there is an association between recreation
activities and decreased levels of anxiety and
loneliness (Mason & Zwiers, 1994), there are
no empirical studies in which researchers ex-
amine how participation in TR programs im-
pact the lives of people with AIDS.

The purpose of conducting this study was
to examine how participation in TR programs
impacts the lives of people with AIDS. Guid-
ing questions for this study were: (a) what
activities do people with AIDS participate in
and which provide the most benefit, (b) does
participation in a TR program affect any feel-
ing of anxiety or loneliness, (c) does partici-
pation in a TR program impact people with
AIDS social support systems, and (d) how do
people with AIDS see the role and value of TR
programs in their lives?

Method
Selection of Participants

Qualitative researchers are interested in
presenting a detailed description of people's
experiences in an attempt to understand a phe-
nomena under examination. According to
Spradley (1979), selecting and interviewing a
small number of participants who can provide
in-depth descriptions of their personal experi-
ences is the very nature of qualitative research.
The purpose of sampling in this manner is to
maximize information to build and analyze a
layered picture of participants' experiences
(Lincoln & Guba, 1985).

Participants were recruited from an urban,
community-based, multi-service AIDS organi-
zation that provided a broad spectrum of ser-
vices to men, women, and children with HIV
disease. The organization provided legal, ad-
vocacy, social and counseling services, HIV-
prevention programs, HIV testing, and TR.
Prior to engaging in TR programs, participants
attended a group orientation. The orientation
provided participants with information regard-
ing how to access services, schedule of activ-

ities, rules and regulations of the TR program,
and the issuance of a membership card. The
orientation included a leisure education ses-
sion that engaged participants in a discussion
on importance of leisure, leisure awareness,
leisure life styles, and decision making in
leisure. Participants then completed a leisure
interest survey that assisted staff in developing
a personalized recreation plan for each indi-
vidual. Upon completion of the orientation
participants were free to attend any of the
offered services which included: leisure edu-
cation, leisure counseling, drawing, painting,
sculpting, drama, poetry writing, crafts, sew-
ing, bingo, music lessons, day trips, aerobics,
weight training, theater tickets (to operas, bal-
lets, theatrical shows, and music and dance
performances), recreation programs for chil-
dren, nutritional counseling, meals, cooking
classes, chiropractic services, acupuncture,
massage, Reiki, yoga, meditation, and HIV/
AIDS educational programs.

The TR program provided structured, non-
structured, appointment only, and volunteer
activities. Structured activities required pre-
registration and met weekly for a pre-deter-
mined number of weeks (e.g., painting course,
English as second language), non-structured
activities were those in which the participant
could attend as often and when they pleased
(e.g., leisure education, craft groups, meals)
and appointment only activities were one-on-
one services (e.g., leisure counseling, chiro-
practic services, acupuncture, massage). Vol-
unteer activities attempted to redirect the
participants attention from self and the dis-
ease, and toward a more productive use of time
and energy. All of these services were offered
in a social setting where participants were
encouraged by staff and volunteers to partici-
pate in activities in a relaxing, supportive, and
informal environment.

To recruit participants for this study, a flyer
was posted on the TR program bulletin board
and an advertisement was placed in the TR
program monthly newsletter. Both the flyer
and advertisement briefly explained the study,
included the criteria for inclusion, and pro-
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vided the researcher's phone number for those
interested in participating. Criteria for the se-
lection of participants included: (a) they had
participated in the TR program for not less
than a 6 month period, (b) they had a diagnosis
of AIDS, (c) they were at least 20 years old
and able to communicate in English, (d) they
were able to organize their thoughts and com-
municate them in a clear and focused manner
during the interview, and (e) they were inter-
ested in participating in the study.

Eight individuals responded to the flyer or
advertisement, and of these, 2 did not meet the
criteria and 1 was unable to communicate his
experience in depth. The 5 participants se-
lected for study were 3 males and 2 females
representing diverse backgrounds and experi-
ences. Participants were assured confidential-
ity through the use of pseudonyms and the
elimination of any data that might reveal their
identities.

Participants
The participants selected for this study

came to the TR program with varied life ex-
periences and diverse backgrounds. If it was
not for having AIDS, it is unlikely that these
individuals would have come together to par-
ticipate in recreation activities. Robert was a
middle class homosexual man in his early 40s
with a master's degree in journalism. Robert
described himself as a "workaholic, whose life
revolved around his job." Marie was a hetero-
sexual woman, with a history of drug abuse, in
her late 40s who lived on public assistance
most of her life. She described herself as a
"loner." Jake was a self proclaimed "traveling
man" who never allowed his "roots" to be-
come established in any one place. In his late
40s, Jake spent 6 years in the "penitentiary"
for burglary, truck hijacking, and drugs. Rose,
in her early 30s, thought she would be plan-
ning, with her husband, a future that would
include having children, buying a home, en-
joying wonderful vacations, and going back to
school. Instead she spent her time around liv-
ing and surviving with AIDS. Stephen was a
homosexual man in his late 60s whose "friends

were all decimated by AIDS." After his last
friend died, Stephen had "no purpose, no rea-
son to look presentable, to shower, to shave, to
get out."

All of the participants engaged in similar
activities, which included: massage, acupunc-
ture, exercise, day trips, meals, socials, leisure
education, nutritional counseling, chiropractic
services, volunteering, and theater tickets.
Marie was the only participant who partici-
pated in arts and crafts activities and the only
participant that did not attend yoga classes.
The participants were "members" of the TR
program for varied lengths of time from one to
five years and participated in several activities
each of the five days a week the program
offered in-house services. On weekends, the
participants utilized the free theater tickets
arranged through the TR department.

Data Collection
The study included in-depth interviews,

which were audiotaped and transcribed verba-
tim. Fieldlogs were also transcribed, they in-
cluded notes recording the researcher's im-
pressions and thoughts of the interviews,
phone conversations, and observations of the
participants' engaging in TR programs. In-
depth interviews were used to gather descrip-
tive data in the participants' own words so the
researcher could develop insights on how par-
ticipants interpreted some piece of the world
(Bogdan & Biklen, 1992). According to Patton
(1987), there are three approaches to collecting
interview data: informal conversational inter-
view, interview guide, and standardized open-
ended interview. This study included a com-
bination of informal interview and interview
guide (see Table 1), which allowed for the
flexibility of ensuring that the research ques-
tions were addressed while permitting the par-
ticipants to describe a holistic picture of their
experience. All interviews were conducted by
the researcher.

Each participant was interviewed three
times over a three-week period. Interviews
ranged from 60 to 90 minutes, with an addi-
tional 30 to 45 minutes for greetings, informal
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Table 1.

Interview Guide

1. Can you tell me a little about yourself?
2. Can you tell why you chose to participate in the recreation program?
3. Can you describe a typical day at the recreation center?
4. What activities do you participate in when you're at the recreation center?
5. Are there activities that you find particularly beneficial? How?
6. Have these benefits changed the way you live?
7. What activities do you participate in on weekends and when your away from the

recreation center?
8. What social support systems are important to you and why?
9. What role has participating in the recreation program played in your life?

10. What role did recreation and leisure play in your life before coming to the recreation
center and before you were diagnosed?

11. Is there anything you could suggest that might improve a person's experience at the
recreation center?

12. Is there anything else that you can think of that would be important for me to know in
order to understand the role recreation and leisure has played in your experience of living
with AIDS?

conversation, reviewing transcripts from pre-
vious interviews, and scheduling subsequent
interviews. Interviews took place in a private
office two blocks away from the TR program.
The office provided a safe space with no dis-
tractions.

Data Analysis
The method of data analysis used for this

research was based on the principles of
grounded theory developed by Glaser and
Corbin (1967) and elaborated upon by Strauss
and Corbin (1990). Data obtained from the
transcripts and fieldlogs were analyzed induc-
tively to create themes that described the phe-
nomenon being studied. Data analysis in-
cluded open, axial, and selective coding
methods described by Strauss and Corbin. The
analysis process included breaking down, ex-
amining, comparing, conceptualizing, catego-
rizing the data, making connections between
categories, selecting the core categories, sys-
tematically relating them to other categories,
and validating the relationship between them.
Data analysis and data collection were alter-

nating processes that occurred continuously
throughout the nine months of collection and
analysis. The final analysis consisted of a syn-
thesis of all categories and themes.

Trustworthiness is an indication that the
processes of the research have been carried out
fairly and that the findings represent, as closely
as possible, the experiences of the participants
(Ely, Anzul, Friedman, Garner, & Steinmetz,
1991). A variety of methods were employed to
ensure that the analysis of data reflected the
participants' viewpoints and that the research-
er's biases were controlled. Lincoln and Guba
(1985) and Ely et al. (1991), recommended
prolonged engagement, peer debriefing, mem-
ber checking, and triangulation to ensure that
the researcher's biases are minimized and to
increase the credibility, transferability, de-
pendability, and confirmability of the findings.

Prolonged engagement refers to remaining
in the field long enough to ensure that a suf-
ficient understanding of the phenomenon be-
ing studied has been achieved (Ely et al.,
1991). A sufficient time was spent with the
participants, thus enabling a trusting relation-
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ship to develop for a full understanding of
participants' experiences. Upon completion of
the interviewing, the researcher maintained an
ongoing relationship with the participants for
nearly nine months. This relationship was ac-
complished through telephone contacts to pro-
vide updates on the study, ask new questions
or clarify data previously collected through
interviews and observations, and gain more
information. Additionally, the researcher vis-
ited the TR program to observe the partici-
pants while they were engaging in activities
and ask questions regarding observations. The
researcher achieved triangulation, the conver-
gence of data to provide evidence, by collect-
ing data through a variety of methods.

Peer debriefing refers to the opportunity to
develop and initially test the next steps in
emerging methodological design (Lincoln &
Guba, 1985). This process assists in exposing
possible biases by having the data reviewed by
other experts in the area being studied. The
peer debriefing group consisted of three indi-
viduals: one postdoctoral AIDS researcher,
one doctoral student with extensive experience
in TR programming, and one doctoral student
with extensive experience in qualitative re-
search. The group met every seven to ten days
to review transcripts, discuss preliminary find-
ings, and review emerging themes.

Finally, member checking, which involves
reviewing the preliminary themes and catego-
ries with the participants to indicate agreement
or disagreement with the researchers' interpre-
tations, was conducted. This process allowed
the participants to decide if their views were
accurately understood and described. Accord-
ing to Ely et al. (1991), this process verifies the
accuracy of the participants' experiences and
deepens and substantiates data. This process be-
gan during the data collection stage and contin-
ued throughout the writing of the findings.

Findings
This study provided a understanding of

experiences while participating in a TR pro-
gram designed to meet specific needs for peo-
ple with AIDS. The findings were derived

from qualitative data provided by five partici-
pants who openly and candidly shared their
personal and intimate stories and lives with the
researcher. Participants described the follow-
ing three stages of their lives with HIV:

1. "I was trying to live like a normal per-
son." During this stage, participants described
a time when they first learned of their diagno-
sis and continued working and/or participating
in activities of daily life as if nothing changed.
All of the participants, except for Stephen, did
not disclose their HIV status to anyone and
lied about their health problems.

2. "I was unemployed, home and alone."
During this stage, participants isolated them-
selves from friends and family and all but
Marie quit or were fired from their job. Par-
ticipants all claimed that they experienced a
period of approximately six months of isola-
tion and withdrawal from society.

3. "Life with the TR program." This stage
emerged as the participants described their
experiences after their involvement with the
TR program. Participants claimed that their
decision to participate in the TR program was
the most important decision they made in
learning to live and cope with AIDS.

Within each stage themes emerged.
Themes were statements about an issue or
concern that had importance to one or more
participants (Ely et al., 1991). The following
findings focus on these themes as identified
within stage three of participants' lives—"Life
with the TR program."

Theme I: Participants Felt That
Their Basic Human Needs Were
Being "Stripped Away" and These
Needs Were Filled Through the
TR Program

As the participants described their strug-
gles to survive prior to their involvement with
the TR program they portrayed stories of how
their basic human needs were being "stripped
away." These needs included food, safety,
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support, love, and respect. The participants'
desire to understand what was happening to
them led them to the TR program, where they
reclaimed their ability to have their basic hu-
man needs met. Jake stated that he initially
"came for food and additionally found shelter,
socialization, and support." The participants
stated that by reclaiming their basic human
needs, other health obstacles decreased, which
led to improved overall health. Improved
health increased their ability to live and cope
with AIDS.

Robert realized that as his newly developed
social support network was strengthened and
was "more meaningful," he experienced re-
duced feeling of depression. Robert stated:

I think recreation has fed my need to
feel supported so much so that I'm see-
ing other friends less. I have such a
positive social outlet here that there's
not that need to go out and be with some
old buddies, but that's okay 'cause I
feel much better.

Marie learned that she had needs that were
unmet her entire life. For Marie, the excite-
ment of having supportive friends for the first
time gave her a reason to start living. She
stated that, "It sounds crazy but getting AIDS
was the best thing to happen to me, well not
the best but, for the first time I have friends
and things to do."

Jake stated that, "finding the TR program
was like finding Mecca." For Jake, the envi-
ronment created by the TR program allowed
him to "replenish his energies and spirits while
fulfilling his needs." Jake explained:

I think a lot of the recreation program
gives us back our basic human needs.
People want relationships. They want
shelter. People want food. People want
love. People want interaction with folk
who understand. They want to share
their life. They want a sense of commu-
nity and you can have these needs met
at recreation.

Rose stated that, "going to the TR program
filled many of my basic needs that had not
been met since I learned I had AIDS." Stephen
explained that the TR program met his needs
as well. According to Stephen:

Recreation definitely filled a gap and a
need. I didn't realize it so much at the
time. I think you need all the education
you can get. You need meeting other
people. You need food. You need the
little touches people give. You need
purposeful things to look forward to.
You need a reason to have to look
presentable. You need to see and be
with the living.

Theme II: Certain TR Activities
Reduced Participants' Stress and
Assisted Them in Eliminating
Anxiety Attacks

A heightened level of stress and anxiety
was described by the participants upon learn-
ing of their HIV status. They found that certain
activities offered by the TR program actually
reduced their stress, increased their ability to
cope with anxiety attacks, and improved their
ability to live with AIDS. The participants
cited mediation, yoga, Reiki, massage, acu-
puncture, chiropractic adjustments, exercise,
visualization, and breathing exercises as activ-
ities that assisted them in reducing their stress
and anxiety attacks.

Rose claimed that her life was less stressful
due to the meditation, yoga, and exercise ac-
tivities offered by the TR program and that "if
one has less stress it must have an effect on
one's life." Additionally, Rose explained how
yoga helped her:

At yoga they taught me to breathe by
taking deep breaths. During those mo-
ments of stress, breathing is so impor-
tant. I think I was always tempted to
hold my breath in a moment of tension.
Breathing has a lot to do with every-
thing. You know, I was having an anx-
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iety attack and I couldn't breathe, I
began to panic. Then I decided to put
myself in my yoga class, you know,
mentally. And it worked, the attack
passed and I didn't have to take any
drugs.

Similarly, Robert attributed the cessation
of his anxiety attacks to yoga and meditation.
Jake, who also participated in yoga and med-
itation, believed that the combination of pro-
grams and being with other people with AIDS
provided a positive environment that assisted
in reducing his stress. Jake said, "In a lot of
ways just going to recreation relieves my
stress. Recreation is like your moment in an
oasis, where you can just relax and take care of
yourself. It helps and you feel good."

Theme III: The TR Program
Provided Participants With a
Sense of Community and Family
From Whom Support Developed

All of the participants experienced social
isolation prior to their involvement with the
TR program and they cited fear of disclosure,
being ostracized by friends, reduced financial
resources, unemployment, and physical symp-
toms of the illness as the reasons for their
isolation. Stephen attempted to develop new
friendships outside of the TR program, unfor-
tunately he felt a "certain shunning even by
homosexuals once they learned (he was) HIV
(positive)." However, all participants were
acutely aware of their need for a support sys-
tem. Robert stated that the support network he
developed at the TR facility was "more relax-
ing, and more supportive then his old support
network." He went on to say:

You're surrounded by people who
know (your HIV status). It's an organi-
zation that was put together with people
like us in mind. It's just kind of a family
type of environment. You develop a
liking to a lot of these people and I think
about them when I'm away. There are

quite a few clients who I've become
rather close to. It's become my family,
people who you know and you enjoy
seeing and they enjoy your company
too, and you care about one another.

Marie, who described herself as an individ-
ual who "shied away from social contact"
changed her perspective on social support.

I never wanted to be social before. I just
wanted to live my little life in my little
corner with nobody bothering me and I
didn't want to bother with anybody.
Now it's fun to interact. It makes me
happy. I like it.

This is how Jake described his experience
with social support:

There isn't the isolation anymore. Now
there's a sense of community, a sense of
friendship, and partnership with people
that weren't there before. Okay, I just
had nobody to talk to before. At recre-
ation you develop associations, rela-
tions, and, friendships. It becomes your
family and community. The sense of
family and community is very strong. I
think of them as I would a relative, like
a brother or sister.

Rose found that the TR program provided
her with the "socialization and the camaraderie
that was lacking since (she was) not working.
It's a good feeling. It's very comforting. Es-
pecially when you're not feeling well, every-
body's still there for you."

Stephen, as well as the other participants,
claimed that social support found at the TR
program "prolongs life." Participants ex-
plained that they witnessed individuals who
"died prematurely because they didn't have
any support systems."
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Theme IV: The TR Program
Provided Participants With a
Purpose in Life and a Reason to
Get Up and Get Out of the House

The participants described the period in
their lives prior to TR involvement as one of
being home and alone, a time when their life
lacked structure or purpose, and they lacked
reason to "get up and get out." They claimed
this situation was a result of their unemploy-
ment. Without work Stephen, Robert, Rose
and Jake believed that they had no reason to
get up and no purpose in life. Compounding
this situation was the fact that much of their
social support revolved around work. Loss of
employment resulted in a major lifestyle
change. The TR program changed this by
providing participants with structure and pur-
pose. Stephen's statement summarized the
feeling of all participants, "It's important to
have a reason to get out of the house, to
survive, and recreation gives me that reason."
Robert stated that:

When recreation came around, I started
getting out of bed. I still sleep a lot, but
I get out of bed, shower, have a little
breakfast, get dressed, and go over to
the recreation program. The structure of
the recreation program gets me out of
the house.

Rose also described the value she places on
having a reason to get up and get out. There
are times I feel like saying, "Hmph." My
stomach's off. I don't feel like going out. It's
so much easier for me to stay home and read or
watch TV. I know I really can't because I have
something to do at recreation today.

Stephen believed that the TR program had
"life extension" properties. He stated, I just
make myself go and stay for the whole day
because I'd die if I didn't. So that's very
forceful. I do think if you make the effort to go
out, meet new people who are having the same
struggle that you're having, it can increase
your life.

Marie, never employed, was comfortable
living alone and being alone. She scheduled
her day around the soap operas and described
this engagement as a reason to get up and the
purpose in her life. Shortly after learning she
had AIDS, Marie realized that "sitting home
and thinking about AIDS was not healthy."
She lost her desire and drive to watch soap
operas. Marie stated that the TR program pro-
vided her, for the first time in her life, "a
reason to get up and be somewhere." She went
on to say:

I go to recreation, I do this, and I realize
that I just gotta keep going until I can't
do it anymore. And not think about
what's gonna happen, because you
never know, I may go in my sleep.
What's gonna happen is gonna happen,
so I gotta go to recreation for lunch, or
a meeting. So, it's really better for me.

Theme V: Regardless of Sexual
Orientation, Age, Educational and
Employment Experiences, Gender,
or Marital Status, the TR
Program Offered the Participants
a Safe Space to be With People in
the "Same Boat"

The TR program offered the participants
opportunities to meet other people with AIDS
in an environment in which they described as
free from discrimination. Robert stated, "I feel
more comfortable with people who have the
virus than I do with a lot of outsiders, I guess
that's what they're called." This delineation
between people with AIDS and everyone else
was discussed by all participants. For example,
Marie stated:

If you look at me you can't tell I have it.
But I know I have it. When I'm in a
room full of people who I know prob-
ably don't have it, and how they prob-
ably feel about people who do have it, I
feel very uncomfortable.
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Robert explained that:

There are no pretenses at recreation. It's
much more stress-free. There are no
games. I don't have to pretend, or make
up stories about what I'm doing all day
to earn a living. It's free, stress-free,
carefree. Even though people are differ-
ent from me, they look different, or they
act different, they're still like me, be-
cause they're going through what I'm
going through, or what I'm going to go
through. There's a great sense of cama-
raderie and a feeling that we're all in
this together. I feel a kinship to them.
Just to be around people in the same
boat is a nice feeling.

As a victim of spousal and child abuse, the
TR program provided a safe environment for
Marie, something that was unfamiliar to her.
Several times during the interviews Marie
made statements such as, "The staff don't yell
at me if I'm late. No one at recreation has ever
wanted to hurt me." This is how Marie de-
scribed the "safe space, same boat" phenome-
non:

I'm just happy to know that there's
someplace for people like me, they may
not speak my language, they may not
look like me, they may not do things the
way I do, but they're really me, just in a
different package. It makes me feel
good to know that. And I'm not scared
of them. Nobody there wants to hurt
me. It's like holy ground, we just can't
be hurt there. And I'm not used to that.

Jake who was ostracized by his coworkers
and threatened with physical violence found
the TR program to be "refreshing and revital-
izing." This is how he described it:

You don't have to be worrying about
explanations and you don't have to
worry about discrimination. You don't
have to worry about threats of physical

violence that can sometimes raise its
ugly head as a result of ignorance.
There are no games, just truth. It's a
place to be safe. It's very reinforcing,
liberating. I think it's therapeutic to so-
cialize with folks that have the same
disease. You're all kind of in the same
boat, rowing the same boat. You're all
coping with that. It makes the bond a
little stronger.

Rose said that being with other people with
AIDS was like "a weight lifted off (her) shoul-
ders." She went on to say:

Coming here I didn't have to pretend
that I was living like everybody else. So
that probably adds years to your life.
It's very stressful, holding that stuff in,
you know all the lying. And you have to
be a dammed good actor too. Recre-
ation is like a sanctuary. There are no
secrets there. Just knowledge and sup-
port.

I think we all know deep inside that
we're all in the same boat, no matter
what color, what socioeconomic back-
ground, what race, or anything that we
thought, we're pretty much all the same.
We're all very wise, compared to other
people our age. I think we're a special
class, and it's nice to be surrounded by
people who understand where you are
coming from. And where you don't
have to hide it.

Discussion
This study provided insight into the expe-

riences of five individuals living with AIDS
who participated in a TR program specifically
designed for people with AIDS. Participants
provided testimony that there is an association
between participation in a TR program and
decreased levels of anxiety and loneliness.
Although the TR program played an important
role in the participants' lives, the findings from
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this study may not necessarily represent the
entire population of people with AIDS who
participate in TR programs. There are limita-
tions that should be recognized, they are: (a)
participants were chosen from a TR program
with tremendous resources in funding, pro-
gramming opportunities, and staffing that may
be atypical of other TR programs for people
with AIDS; (b) only 8 out of a potential 2,000
individuals responded to recruitment efforts, it
is possible that these informants possessed
characteristics and experiences uncommon to
others who utilized the services offered by the
program; and (c) because selected participants
had high levels of participation at the TR
program, it is possible that individuals who
participated in fewer activities and attended
the recreation facility less frequently might
have experienced different benefits.

Findings from this study were consistent
with other research (Rook, 1987; Hays,
Turner, & Coates, 1992) that examined the
relationship of emotional support and loneli-
ness. Rook (1987) found that satisfaction with
companionship and friendship resulted in
lower levels of loneliness. Russell, Cutrona,
Rose, and Yurko (1992) found that greater
levels emotional support and companionship
were significantly related to lower levels of
loneliness. The five participants in this study
explained that the TR program provided them
with opportunities to develop friendships with
"folks who understand," resulting in reduced
feelings of isolation and loneliness. In a study
conducted by Friedland et al. (1996), however,
researchers found that "semi-formal" support
provided by drop-in centers offered the same
level of intimacy, familiarity, and support to
cope with the isolation associated with an
AIDS diagnosis as families and close friends.
A distinction needs to be made between com-
munity-based TR programs and "semi-formal
drop-in centers." Although the philosophical
stance of the TR program selected for this
study was that of a drop-in center, allowing
consumers to come and go as they pleased, the
TR program was goal-oriented and staffed by
TR professionals, thus resulting in a benefit-

focused therapeutic program. This distinction
may have significant implications for TR pro-
grams. Participants portrayed their experience
with the social support networks developed at
the TR program as "meaningful," "like a fam-
ily," "they've become my family," "soul-
mates," "people that are there for you," "peo-
ple I've become close to," and "they help me
cope." These are not statements one would
necessarily use to characterize casual acquain-
tances associated with individuals typically
met at a drop-in center. This finding suggests
that community-based TR programs, unlike
drop-in centers, can be a vehicle for individu-
als to develop purposeful relationships that can
provide emotional support while significantly
reducing levels of loneliness and isolation.

Each participant described the need for
social support from others who "understand
what you're going through" from the moment
one learns that he/she is HIV positive. The TR
program from which the participants were re-
cruited was limited to individuals who were
HIV-symptomatic or diagnosed with AIDS,
excluding those individuals who were HTV-
asymptomatic. According to the participants,
TR programs need to address the full spectrum
of HIV disease, from HIV seroconversion to
the final stages of AIDS. By offering services
to all individuals with HIV disease, regardless
of stage, individuals who are HIV-asymptom-
atic can begin developing relationships with
others who are HIV-asymptomatic and indi-
viduals with AIDS. This process can assist the
newly diagnosed individual with reducing the
heightened levels of isolation and fear that was
experienced by the study participants when
they learned of their AIDS diagnosis with no
one "like themselves" to turn to for support.
Additionally, individuals who are HIV-asymp-
tomatic can learn from others who have expe-
riences with living with AIDS. This sharing
can assist individuals with coping with the
illness.

Participants described how the compro-
mised human needs contributed to their inabil-
ity to overcome health obstacles, which re-
sulted in withdrawal from socialization and
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leisure interest. This struggle between basic
human needs and improved health may be
clarified with reference to Maslow's (1964)
"hierarchy of needs" theory. According to this
theory, individuals must meet lower order
needs (e.g. subsistence, safety, belonging)
prior to striving for higher order needs (e.g.
mastery, self-actualization). According to
Maslow (1968), healthy growth is dependent
on the gratification of basic human needs.
Maslow (1968) theorized that the deprivation
of basic human needs would result in hinder-
ing one's ability to function as a healthy hu-
man being, which is consistent with partici-
pants' experiences. The participants stated
that, as the TR program satisfied their lower
order needs, they were able to gain control
over their lives (mastery). Jordan (1999) stated
that individuals who fulfilled the need for
self-actualization are highly motivated, satis-
fied, risk takers, and fearless. These are terms
one would use to describe the participants in
this study following their involvement with the
TR program. To ensure that TR participants
achieve mastery and are highly motivated and
satisfied, it may be necessary to include pro-
gram activities that will assist individuals in
meeting lower order human needs.

Isolation was experienced by participants
as soon as they learned of their HIV status and
continued even during their participation in the
TR program. However, the intensity of their
isolation changed during the course of their
illness. The first feelings of isolation resulted
from not knowing anyone with HIV and by
lying to friends and family. As participants
moved into their "home and alone" stage, the
isolation intensified, resulting in a six month
period of "total isolation." As the participants
began to utilize the services provided by the
TR program, they developed new "social out-
lets" and "new friendships with individuals
like (themselves), people (with whom they)
could be totally honest." The day trips, parties
and special theme events, educational forums
and lectures, meals program, and "just having
a place to hang out" were the programmatic
elements that the participants described as pro-

viding opportunities to develop new and
meaningful relationships.

Participants described stress and anxiety as
having a negative effect on them physically
and emotionally. They believed that the TR
program, specifically the yoga, massage, acu-
puncture, meditation, Reiki, acupressure, chi-
ropractic services, exercise, breathing exer-
cises, and visualization, contributed to their
marked reduction in stress and the cessation of
anxiety attacks. These findings are consistent
with other studies in which it was found stress
and anxiety is reduced through exercise and
yoga (Lasater, 1999), meditation (Ornish,
1990), breathing exercises (Benson & Stuart,
1992), and acupuncture, chiropractic, and vi-
sualization (Siegel, 1995).

Another issue of great concern to the par-
ticipants was their sense of value and purpose
in life. Robert, Rose, Jake, and Stephen felt
they had no value and purpose without work.
McDowell (1984) stated that a work-market
ideology has influenced our use and participa-
tion in leisure. The effects of a work-market
ideology, according to McDowell, is one in
which an individual places high value on do-
ing, striving, and achieving, and in which
productivity is gauged by one's occupation.
He also defined a leisure ideology in which the
impetus for productivity is on experiencing
self-chosen and self-motivated pleasure.
Those individuals who subscribe to and value
a leisure ideology, strive to preserve their
sense of autonomy from their occupation.
These individuals set their own limits, chal-
lenges, and criteria for determining self-worth
that is not based on their occupation. The TR
program provided the participants with a life-
style that focused on a leisure ideology, which
resulted in the recapturing of their identity and
self-worth. Godbey (1997) claimed that, sim-
ilar to satisfying work, achieving healthy and
satisfying leisure involves the creation and
acceptance of challenges.

The participants stated that the TR program
provided structure for their lives. It is impor-
tant for TR programs for people with AIDS to
address an individual's need to have structure
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and a sense of productivity. The schedule of
activities and the opportunity to perform vol-
unteer work became a significant source of
structure for these participants. Many of the
most utilized activities, such as massage, day
trips, and acupuncture, required advanced res-
ervations and not attending or canceling would
result in a loss of that service for an extended
period of time. Although this can be viewed as
punitive, for the participants, these rules pro-
vided structure, a sense of responsibility, and
respect for the TR program.

As described by the participants, many in-
dividuals who are HIV-asymptomatic and
HIV-symptomatic are employed and enjoy
participating in recreational and leisure pur-
suits with friends, family, and co-workers. The
participants believed that they could not con-
tinue engaging in "normal" leisure lifestyles as
more serious HIV-related symptoms emerged.
They began lying to their friends about their
symptoms and found that they could not con-
tinue lying about their lives. They all feared
that disclosure of their HIV status would result
in discrimination and stigmatization. This fear
was true for Stephen who experienced dis-
crimination from HIV-negative gay men,
whom he had believed would be the most
compassionate and understanding. Stephen
and Marie explained that they "could tell"
when individuals were not sincere. Rose stated
that having AIDS provided her with a "height-
ened level of conciseness" in assessing others'
biases and prejudices. In order to provide TR
services in a compassionate and understanding
manner, TR professionals need to confront and
address their own biases and prejudices.
Would your behavior in working with stigma-
tized groups such as homosexuals, intravenous
drug users, prostitutes, or any group with
AIDS, be different then non-stigmatized
groups?

Through leisure education and counseling
TR professionals can assist the person with
HIV/AIDS to see him/herself as more than a
disease process while obtaining appropriate
leisure-related skills, knowledge, and atti-
tudes. A leisure counseling program for

healthy HIV-positive individuals could focus
on shifting one's identity from occupation or
work-market ideology to a leisure ideology.
Leisure counselors can encourage individuals
with HIV disease to continue working as long
as they are physically and emotionally able,
but they can also assist the individual in iden-
tifying their leisure values and increase their
overall leisure awareness. Perhaps by facilitat-
ing the process of leisure well-being there is
the possibility of reducing the stress and iso-
lation, which results from the loss of one's job.

This research represented a step toward
more fully understanding the benefits of par-
ticipating in TR programs for individuals with
HIV/AIDS. Additional studies could be con-
ducted to examine the relationship of specific
activities to time spent engaged in the activity,
socialization through the activity/activity
leader, availability of the activity(ies), free-
dom to choose to participate in activities, and
the influence of the TR professional on the
program benefits. This study was limited to
five individuals diagnosed with AIDS. Repli-
cating this study with a larger sample, includ-
ing those who are HIV positive, would provide
a more complete picture of the role that TR
programs play in the lives of people with HIV
disease. As people who are diagnosed with
AIDS live longer with potentially greater ac-
tivity, TR specialists can assist in enhancing
their capacity of life through meaningful rec-
reation and health enhancing experiences in a
supportive community with others who share
not only their diagnosis but their hopes and
needs for purpose in their lives.
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